Appendix C

Contacts



Professionals Who Serve Families Affected by NTDs

A variety of medical specialists treat children with NTDs. The treatment for a child with
spina bifida usually requires a multi-disciplinary approach, including surgeons, physicians, and
therapists. One individual, often a pediatrician, will coordinate a child’s treatment program. In
addition, support staff will be needed to offer time, information, and comfort to parents learning
that their child will suffer from a condition like an NTD. This experience and adjustment can
cause an enormous amount of stress and grief for the family involved. Following is a list of
medical specialists who treat children with NTDs and who can help parents make appropriate
choices for themselves and their children. In this day of managed health care, most patients must
be referred by their primary care provider to any of these specialists.

Dieticians and Nutritionists are trained to provide nutrition assessments and counseling to
ensure adequate nutrition and promote the development of self-feeding skills.

Education specialists are available in schools and private practices to guide families whose
children have learning disabilities and other special education needs.

Family physicians have a broad range of training that includes general medicine, surgery,
gynecology, and pediatrics. They are primary care physicians who provide medical diagnosis,
treatment, and guidance for an individual or a family on a long-term, continuing basis.

Genetic counselors are health professionals who use the information from genetic studies and
geneticists to answer questions for and to give guidance to families about inherited disorders and
diseases.

Geneticists deal with heredity and its variations. They look at genes from the body’s cells to
identify certain inherited disorders and diseases.

Internists are physicians who are trained in the general medical care of adults. They diagnose
and treat nonsurgical diseases of the body. Providing long-term, comprehensive care for adults in
the hospital as well as the office, they are considered primary care physicians. Internists may
also receive additional training to specialize in certain areas of medical care. Some examples are
cardiologists who treat heart disease; pulmonologists who treat lung disease; and
endocrinologists who treat diseases of the endocrine system, such as thyroid problems and
diabetes.

Mental health professionals include psychiatrists (MDs), psychologists, psychiatric clinical
nurse specialists, psychiatric social workers, and other mental health counselors who help
individuals and families deal with the emotional stress that frequently accompanies long-term
medical problems and disabilities.



Neurologists are physicians trained to diagnose and treat with medicine diseases and problems
with the nervous system, which includes the brain, the spinal cord, and the nerves in the body.
They deal with conditions such as seizure disorders and migraine headaches.

Neurosurgeons are physicians who perform surgery on people having problems with the brain,
the spinal cord, or the nerves in the body. They often operate on spinal defects to “repair” or
“close” them and put in shunts to relieve pressure on the brain in children with hydrocephalus.

Nurse practitioners are nurses who have received additional education and training to provide
primary health care to individuals or families. They usually work with one physician or a group
of physicians and provide treatment and guidance for a variety of conditions and diseases.
Nurse practitioners can also be specialized to provide health care for certain patients, such as
children, or certain medical problems, such as neurological diseases and disorders.

Obstetricians and Gynecologists are physicians who have expertise in the normal and abnormal
functions of the female reproductive system and may provide information on family planning,
pregnancy, and birthing options.

Occupational therapists help people with physical and mental challenges to achieve their
maximum level of performance. They help people with physical, developmental, social, or
emotional problems to learn new ways of coping with those problems so that they can be more
independent, productive, and happy with their lives.

Orthopedists are specialized physicians who are trained in the care of patients with
musculoskeletal problems. They may treat, with or without surgery, conditions involving the
bones and the muscles of the body. Congenital deformities of the bone and muscle, injuries to
the bone and muscle, and infections of the bone and muscle are some of the conditions with
which they deal.

Orthotists are skilled in the straightening or correction of a deformity. They develop splints,
braces, and other physical devices to help patients retain or attain as much structure and function
of the body as possible.

Pediatricians are physicians who specialize in children’s health issues.

Pharmacists are responsible for monitoring medication therapy and helping patients to manage
that therapy. They work closely with other health care professionals to ensure the best outcome
of medication therapy.

Physical therapists are health care professionals who have been trained to assess and improve
movement and function of the body and to relieve pain. They work with people who have
injuries or disabilities and use a variety of therapeutic physical agents, including heat, light,
water, electrical stimulation, massage, and exercise.
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Physician assistants are similar to nurse practitioners. They work with one physician or a group
of physicians to provide primary health care to individuals or families. They can also be
specialized to provide care for certain patients and /or diseases or conditions.

Social workers are professionals who help patients and their families deal with the social,
emotional, and some financial aspects of their medical problems.



Organizations That Serve Families Affected by NTDs

If an e-mail address is not listed below, then the web site listed will provide access to e-mail addresses.

American Academy of Pediatrics
141 Northwest Point Boulevard
Elk Grove Village, IL 60009-0927
(847) 434-4000

(847) 434-8000 - Fax

Web site: http://www. aap.org/

American Academy of Family Physicians
11400 Tomahawk Creek Parkway
Leawood, KS 66211-2672

1-800-274-2237

Web site: http://www.aafp.org

American College of Obstetrics and
Gynecology

409 12th Street SW, P.O. Box 96920
Washington, DC 20090-6920

(202) 638-5577

Fax: (202) 484-5107

Web site: http://www.acog.org

American College of Physicians
190 N Independence Mall West
Philadelphia, PA 19106-1572
(215) 351-2400

Web site: http://www.acponline.org

American Dietetic Association

120 South Riverside Plaza, Suite 2000
Chicago, IL 60606-6995
800/877-1600

Web site: http://www.eatright.org

American Nurses Association

600 Maryland Avenue, SW

Suite 100 West

Washington, DC 20024-2571

(202) 651-7000

(202) 651-7001- Fax

Web site: http://www.nursingworld.org

American Pharmaceutical Association
2215 Constitution Avenue, NW
Washington, DC 20037-2985

(202) 628-4410

(202) 783-2351 - Fax

Web site: http://www.aphanet.org

American Society for Nutritional Sciences
9650 Rockville Pike, Suite 4500

Bethesda, Maryland 20814-3998

(301) 634-7050

(301) 634-7892 - Fax

Web site: http://www.asns.org

Association of State and Territorial Public
Health Nutrition Directors

1015 15th Street NW, Suite 601
Washington, DC 20005

(202) 659-2230

(202) 659-2339 — Fax

Web site: http://www.astdhpphe.org

Association of Women’s Health, Obstetric,
and Neonatal Nurses

2000 L Street NW, Suite 740

Washington, DC 20036

(800) 673-8499

(202) 728-0575 - Fax

Web site: http://www.awhonn.org




Centers for Disease Control and Prevention
National Center on Birth Defects and
Developmental Disabilities

1600 Clifton Road

Mailstop E-86

Atlanta, GA 30333

(404) 498-3800

Web site: http:// www.cdc.gov/ncbddd

Healthy Mothers Healthy Babies
121 North Washington St., Suite 300
Alexandria, VA 22314

(703) 836-6110

(703) 836-3470

Web site: http://www.hmhb.org

March of Dimes Birth Defects Foundation
1275 Mamaroneck Avenue

White Plains, NY 10605

(914) 428-7100

Web site: http:// www.modimes.org

National Coalition of Hispanic Health and
Human Services (COSSMHO)

1501 16th Street, NW

Washington, DC 20036-1401

(202) 387-5000

Fax (202) 797-4353

Web site: http://www.hispanichealth.org

National Rehabilitation Information Center
(NARICO)

4200 Forbes Boulevard, Suite 202

Lanham, MD 20706

(301) 588-9284

1-800-346-2742

Web site: http://www.naric.com

Shriners Hospitals for Children
2900Rocky Point Drive

Tampa, FL 33607-1460

(813) 281-0300

Web site: http://www.shrinershq.org

Spina Bifida Association of America
4590 MacArthur Boulevard, NW, Suite 250
Washington, DC 20007-4226

(202) 944-3285

(202) 944-3295 - Fax

Information and Referral: (800) 621-3141
Web site: http://www.sbaa.org

E-mail: spinabifida@aol.com




State Birth Defects Surveillance Systems

STATE BIRTH DEFECTS SURVEILLANCE PROGRAMS CONTACTS
September 2003

Alabama

Alabama Birth Defects Surveillance and
Prevention Program (ABDSPP)
Wladimir Wertelecki, MD

Director

AL Birth Defects Surv. & Prev. Prog.
CCCB room 214

307 University Boulevard

Mobile, AL 36688

Phone: 251-460-7505; Fax: 251-461-1591
E-mail: bdprevention@usouthal.edu

Peg Hilliard, BSN

Coordinator

AL Birth Defects Surv. & Prev. Prog.
CCCB 214

307 University Boulevard

Mobile, AL 36688

Phone: 251-460-7692; Fax: 251-460-7684
E-mail: philliard@usouthal.edu

Alaska

Alaska Birth Defects Registry (ABDR)

Janine Schoellhorn, MS, MPH

MCH Epidemiology Unit Manager

MCH Epidemiology

Section of Maternal, Child, and Family Health
3601 C Street, Suite 934

P O Box 240249

Anchorage, AK 99524-0249

Phone: 907-269-3442; Fax: 907-269-3493
E-mail: janine_schoellhorn@health.state.ak.us

Arizona

Arizona Birth Defects Monitoring Program
(ABDMP)

Timothy J. Flood, M.D.

Medical Director

Bureau of Public Health Statistics

150 North 18" Avenue, 5™ Floor

Phoenix, AZ 85007

Phone: 602-542-7331; Fax: 602-542-1289
E-mail: tflood@hs.state.az.us

Hoa Lien Tran, M.D., M.P.H.

Program Manager, ABDMP

150 North 18™ Avenue, 5™ Floor

Phoenix, AZ 85007

Phone: 602-542-7349; Fax: 602-542-7447
E-mail: htran@hs.state.az.us

Allison K. Varga, R.N.

Program Manager

ABDMP Rapid-reporting System

Arizona Department of Health Services
150 North 18" Avenue, 5" Floor

Phoenix, Arizona, 85007

Phone: 602-542-7335; Fax: 602-542-1289
E-mail: avarga@hs.state.az.us

Arkansas

Arkansas Reproductive Health Monitoring

System (ARHMS)

Bridget S. Mosley, MPH

Epidemiologist

Arkansas Center for Birth Defects Research
and Prevention

11219 Financial Center Parkway

Financial Park Place, Suite 250

Little Rock, AR 72211

Phone: 501-320-5000; Fax: 501-320-5107

E-mail: MosleyBridgetS@uams.edu

Charlotte A. Hobbs, M.D., Ph.D.

Co-Director

Arkansas Center for Birth Defects Research
and Prevention

11219 Financial Center Parkway

Financial Park Place, Suite 250

Little Rock, AR 72211

Phone: (501) 320-5000; Fax: (501) 320-5107

E-mail: HobbsCharlotte@uams.edu
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California

California Birth Defects Monitoring Program
(CBDMP)

Barbara Warmerdam

Data Operations Manager

California Birth Defects Monitoring Program
1919 Fifth Street

Berkeley, CA 94710-1916

Phone: 510-549-4155; Fax: 510-549-4175
E-mail: bwa@cbdmp.org

Gary M. Shaw, Dr. Ph, MPH

Research Director/Senior Epidemiologist
California Birth Defects Monitoring Program
1919 Fifth Street

Berkeley, CA 94710-1916

Phone: 510-549-4155; Fax: 510-549-4175
E-mail: gsh@cbdmp.org

Colorado

Colorado Responds To Children With Special
Needs: Colorado (CRCSN)

Margaret Schonbeck

Program Manager, CRCSN

4300 Cherry Creek Dr

Denver, CO 80246-1530

Phone: 303-692-2636; Fax: 303-782-0904
E-mail: margaret.schonbeck(@state.co.us

Lisa Ann Miller, MD, MSPH

Medical Director, CRCSN

4300 Cherry Creek Dr

Denver, CO 80246-1530

Phone: 303-692-2663; Fax: 303-782-0904
E-mail: lisa.miller(@state.co.us

Connecticut

Children with Special Health Care Needs
Registry (CSHCN REGISTRY)

Martha Okafor

Division Director

Family Health Division

410 Capitol Avenue, MS#11FHD

Hartford, CT 06134-0308

Phone: 860-509-8066 Fax: 860-509-7720
E-mail: martha.okafor@po.state.ct.us

Delaware

Delaware Birth Defects Surveillance Project
JoAnn Baker, MSN, FNP

Director, Family Planning Program

DE Division of Public Health

PO Box 637

Dover, DE 19903

Phone: (302) 744-4554; Fax: (302) 739-6653
E-mail: JoAnnM.Baker@state.de.us

Betsy Voss

Newborn Screening/Birth Defects Coordinator
PO Box 637

Dover, DE 19903

Phone: (302) 744-4554; Fax: (302) 739-6653
E-mail: Betsy.Voss@state.de.us

District of Columbia

District of Columbia Birth Defects Surveillance
and Prevention Program (DC BDSPP)
Deneen Long-White

Chief, Data Collection and Analysis Division
DC DOH

Maternal and Family Health Administration
825 N. Capital Street, NE, Room 3181
Washington, DC 20002

Phone: 202-442-9343; Fax: 202-442-4828
E-mail: dlong-white@dchealth.com

Joyce Brooks, MSW, LICSW

Chief, Children with Special Health Care
Needs Division

DC DOH

Maternal and Family Health Administration

825 North Capitol Street, NE Room 3106

Washington, DC 20002

Phone: (202)727-7540; Fax: (202)727-7789

E-mail: jbrooks@dchealth.com

Florida

Florida Birth Defects Registry (FBDR)
Jane A. Correia, B.S.

Environmental Specialist 11

Florida DOH

4052 Bald Cypress Way, Bin A0S
Tallahassee, FL 32399-1712

Phone: 850-245-4444, ext. 2198

Fax: 850-922-8473

E-mail: Jane_Correia@doh.state.fl.us




Georgia

Metropolitan Atlanta Congenital Defects
Program (MACDP)

Leslie A. O'Leary, PhD

Managing Director, MACDP

CDC

1600 Clifton Road

Mailstop E-86

Atlanta, GA 30333

Phone: 404-498-3808; Fax: 404-498-3550
E-mail: LOLeary(@cdc.gov

Janet D. Cragan, MD

Medical Director, MACDP

CDC

1600 Clifton Road

Mailstop E-86

Atlanta, GA 30333

Phone: 404-498-3807; Fax: 404-498-3550
E-mail: JCragan@cdc.gov

Hawaii

Hawaii Birth Defects Program (HBDP)

Ruth D. Merz, M.S.

Administrator, Hawaii Birth Defects Program
76 North King Street, #208

Honolulu, Hawaii 96817-5157

Phone: 808-587-4120; Fax: 808-587-4130
E-Mail: hbdp@crch.hawaii.edu

Idaho

Russell A. Duke

Chief

Bureau of Clinical and Preventive Services
ID Dept of Health & Welfare

450 W. State Street

Boise, ID 83720

Phone: 208-334-0670; Fax: 208-332-7307
E-mail: duke@idhw.state.id.us

Illinois

Adverse Pregnancy Outcomes Reporting System

(APORS)

Trish Egler, MPA

Manager

[linois Department of Public Health

605 W. Jefferson Street

Springfield, IL 62761

Phone: 217-785-7133; Fax: 217-557-5152
E-mail: tegler@idph.state.il.us

Tiefu Shen, MD, MPH, PhD

Division Chief

[linois Department of Public Health

605 W. Jefferson Street

Springfield, IL 62761

Phone: 217-785-7118; Fax: 217-524-1770
E-mail: tshen@idph.state.il.us

Indiana

Indiana Birth Defects Surveillance
System/Indiana Birth Problems Registry
(IBDSS/BPR)

Roland Gamache, PhD, MBA

Indiana State Department of Health

2 North Meridian Street, 3-D
Indianapolis, IN 46204

Phone: 317-233-7416; Fax: 317-233-7378
E-mail: rgamache@isdh.state.in.us

Ruwanthi Silva, MS

Birth Defects Coordinator

Indiana State Dept. of Health

2 N. Meridian Street, 3-D

Indianapolis, IN 46204

Phone: (317)233-7571; Fax: (317)233-7378
E-mail: asilva@isdh.state.in.us

Iowa

lowa Birth Defects Registry (IBDR)

Paul A. Romitti, Ph.D.

Director, lowa Birth Defects Registry
University of lowa

C21-E GH

200 Hawkins Dr

lowa City, 1A 52242

Phone: 319-384-5012; Fax: 319-384-5004
E-mail: paul-romitti@uiowa.edu
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Kansas

Birth Defects Reporting System

Jane H. Stueve , RN, BSN

Birth Defects Registry Coordinator

Kansas Department of Health & Environment
1000 SW Jackson, Suite 220

Topeka, KS 66612-1274

Phone: 785-291-3363; Fax: 785-291-3493
E-mail: jstueve@kdhe.state.ks.us

Carolyn S. Nelson, BSE

Director, Children's Developmental Services
Kansas Dept of Health and Environment
1000 SW Jackson Suite 220

Topeka, KS 66612-1274

Phone: 785-296-6136; Fax: 785-296-8626
E-mail: cnelson@kdhe.state.ks.us

Kentucky

Kentucky Birth Surveillance Registry (KBSR)
Joyce M. Robl, MS, CGC

KBSR Program Administrator

KY DPH

275 East Main Street

HS 2GW-A

Frankfort, KY 40621

Phone: 502-564-2154 x3768

Fax: 502-564-8389

E-mail: joyce.robl@mail.state.ky.us

Sandy G Fawbush, RN

Nurse Consultant/Inspector

KY DPH

275 East Main Street

HS 2GW-A

Frankfort, KY 40621

Phone: 502-564-2154 x3761

Fax: 502-564-8389

E-mail: sandy.fawbush@mail.state.ky.us

Louisiana

Louisiana Birth Defects Monitoring Network
(LBDMN)

Linda B. Pippins, M.C.D.

Administrator

Children's Special Health Services
Louisiana Office of Public Health

325 Loyola Ave., Room 607

New Orleans, LA 70112

Phone: 504-568-5055; Fax: 504-568-7529
E-mail: lIrose@dhh.state.la.us

Maine

Maine Birth Defects Program (MBDP)

Ellie Mulcahy, RNC

Director, Genetics Program

Maine Bureau of Health

11 State House Station, 286 Water St.-7th floor
Augusta, ME 04333

Phone: 207-287-4623; Fax: 207-287-4743
E-mail: eleanor.a.mulcahy@maine.gov

Patricia Y. Day, RN

Coordinator, MBDP

Maine Bureau of Health

11 State House Station, 286 Water St. 7th floor
Augusta, ME 04333

Phone: 207-287-8424; Fax: 207-287-4743
E-mail: patricia.y.day@maine.gov

Maryland

Maryland Birth Defects Reporting and
Information System (BDRIS)

Susan R. Panny, MD

Director, Office for Genetics and CSHCN,
Maryland Dept. of Health & Mental Hygiene
201 W. Preston Street, Room 421 A
Baltimore, MD 21201

Phone: 410-767-6730; Fax: 410-333-5047
E-mail: PannyS@dhmh.state.md.us

Rosemary A. Baumgardner, B.A.

Data Manager, Birth Defects Program
Maryland Dept. of Health & Mental Hygiene
201 W. Preston Street, Room 423 A
Baltimore, MD 21201

Phone: 410-767-6801; Fax: 410-333-5047
E-mail: BaumgardnerR @dhmh.state.md.us




Massachusetts

Massachusetts Center For Birth Defects
Research And Prevention, Birth Defect
Monitoring Program, Massachusetts
Department Of Public Health (MCBDRP)
Linda Casey, MS, MPH

Center Director

MA Department of Public Health

5th Floor, 250 Washington Street

Boston, MA 02108-4619

Phone: 617-624-5507; Fax: 617.624.5574
E-mail: linda.casey(@state.ma.us

Cathy Higgins, BA

Surveillance Coordinator

Massachusetts Department of Public Health
5th Floor, 250 Washington Street

Boston, MA 02108-4619

Phone: 617-624-5510; Fax: 617-624-5574
E-mail: cathleen.higgins@state.ma.us

Michigan

Michigan Birth Defects Registry (MBDR)
Glenn Copeland, MBA

Director, Michigan Birth Defects Registry
3423 N. Logan

Lansing, MI 48909

Phone: 517-335-8677; Fax: 517-335-9513
E-mail: CopelandG@state.mi.us

Lorrie Simmons, RHIT

Field Representative

Michigan Dept. of Community Health
3423 N. Logan St.

Lansing, MI 48909

Phone: 517-335-9197; Fax: 517-335-8711
E-mail: Simmonsl@state.mi.us

Minnesota

Myron Falken, Ph.D., M.P.H.

Principal Epidemiologist

MN Department of Health

121 East 7th Place, Suite 220

St. Paul, MN 55164

Phone: 651-215-0877; Fax: 651-215-0975
E-mail: myron.falken@health.state.mn.us

Daniel Symonik , Ph.D.

Unit Supervisor

MN Department of Health

121 East 7th Place, Suite 220

St. Paul, MN 55164

Phone: 651-215-0776; Fax: 651-215-0975
E-mail: daniel.symonik@health.state.mn.us

Mississippi

Mississippi Birth Defects Registry (MBDR)
Jerry McClure, B.S.

Director, Genetics Program

MS State Dept. of Health

P.O. Box 1700

Jackson, MS 39215-1700

Phone: 601-576-7619; Fax: 601-576-7498
E-mail: jmcclure@msdh.state.ms.us

Missouri

Missouri Birth Defects Registry

Janice M Bakewell, BA

Research Analyst

Missouri Dept of Health

Health Data Analysis

PO Box 570, 920 Wildwood

Jefferson City, MO 65102

Phone: 573-751-6278; Fax: 573-526-4102
E-mail: bakewj@dhss.state.mo.us

Montana

Montana Birth Outcomes Monitoring System
(MBOMS)

Denise Higgins

MBOMS Program Coordinator
FCHB/DPHHS

P.O. Box 202951

Helena, MT 59620-2951

Phone: 406-444-1216; Fax: 406-444-2606
E-mail: dehiggins@state.mt.us

Sib Clack, Section Supervisor

FCHB/ DPHHS

P.O. Box 202951

Helena, MT 59620-2951

Phone: 406-444-4119; Fax: 406-444-2606
E-mail: sclack(@state.mt.us
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Nebraska

Nebraska Birth Defects Registry

Carla M. Becker, RHIA

Health Data Manager

Nebraska Health and Human Services System
301 Centennial Mall South

P.O. Box 95007

Lincoln, NE 68509-5007

Phone: 402-471-3575; Fax: 402-471-9728
E-mail: carla.becker@hhss.state.ne.us

Nevada

Nevada Birth Defects Registry

Judith Wright

Bureau Chief

NV State Health Division

505 E. King Street

Carson City, NV 89701

Phone: (775) 684-4285; Fax: (775) 684-4245
E-mail: jwright@nvhd.state.nv.us

Gloria Deyhle, RN, BA

Health Program Specialist

NV State Health Division

505 E. King Street

Carson City, NV 89701

Phone: (775) 684-4243; Fax: (775) 684-4245
E-mail: gdeyhle@nvhd.state.nv.us

New Hampshire

New Hampshire Birth Defects Monitoring and
Prevention Program (NH BDMPP)

John B. Moeschler, M.D.

Project Director

Division of Genetics and Child Development
Dept. of Pediatrics

Dartmouth Hitchcock Medical Center

1 Medical Center Drive

Lebanon, NH 03756

Phone: 603-650-7886; Fax: 603-650-8268
E-mail: john.moeschler@hitchcock.org

Stacey L. Smith, BS, RN

Health Education Coord./Folic Acid
Program Coord.

New Hampshire DHHS

Bureau of Nutrition & Health Promotion

6 Hazen Drive

Concord, NH 03301

Phone: 603-271-0571; Fax: 603-271-4779

E-mail: slsmith(@dhhs.state.nh.us

New Jersey
Special Child Health Services Registry (SCHS
REGISTRY)
Leslie M. Beres, MS Hyg
Program Manager, Research Scientist, SCAEIS
New Jersey Department of Health
and Senior Services
PO Box 364
Trenton, NJ 08625-0364
Phone: 609-292-5676; Fax: 609-633-7820
E-mail: Leslie.Beres-Sochka@doh.state.nj.us

Mary M. Knapp, MSN
Coordinator
New Jersey Department of Health
and Senior Services
PO Box 364
Trenton, NJ 08625-0364
Phone: 609-292-5676; Fax: 609-633-7820
E-mail: mary.knapp@doh.state.nj.us

New Mexico

New Mexico Birth Defects Prevention and
Surveillance System (NMBDPASS)

Jean Higgins

Program Services Manager

NM Department of Health

Children’s Medical Services

2040 S. Pacheco

Santa Fe, NM 87505

Phone: 505-476-8859; Fax: 505-476-8896
E-mail: JHiggins@doh.state.nm.us




New York

New York State Congenital Malformations
Registry (CMR)

Philip K. Cross

Director, Congenital Malformations Registry

New York Department of Health
Flanigan Square, Room 200

547 River Street

Troy, NY 12180

Phone: 518-402-7990; Fax: 518-402-7959
E-mail: pkc02@health.state.ny.us

Charlotte Druschel, MD, MPH

Medical Director

Center for Environmental Health

New York Department of Health
Flanigan Square, Room 200

547 River Street

Troy, NY 12180

Phone: 518-402-7990; Fax: 518-402-7959
E-mail: cmd05@health.state.ny.us

North Carolina

North Carolina Birth Defects Monitoring
Program (NCBDMP)

Robert E. Meyer, PhD

NCBDMP Director

North Carolina Center for Health Statistics
1908 Mail Service Center

Raleigh, NC 27699-1908

Phone: 919.715.4476

Fax: 919.733.8485

E-mail: robert.meyer@ncmail.net

Alison Hayes Wall, MS

Field Supervisor

North Carolina Center for Health Statistics
1908 Mail Service Center

Raleigh, NC 27699-1908

Phone: 919.715.4570

Fax: 919.733.8485

E-mail: alison.wall@ncmail.net
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North Dakota

North Dakota Birth Defects Monitoring System
(NDBDMS)

Terry Bohn

SSDI Coordinator

Children’s Special Health Services Division
ND Department of Human Services

600 East Boulevard Avenue, Dept. 301
Bismarck, ND 58505-0200

Phone: 701-328-4963; Fax: 701-328-1412
E-mail: tbohn@state.nd.us

Ohio
David P. Schor, MD, MPH, FAAP
Chief, Division of Family
and Community Health Services
Ohio Department of Health
246 N. High Street
Columbus, OH 43216-0118
Phone: 614-466-1663; Fax: 614-728-9163
E-mail: dschor@gw.odh.state.oh.us

Oklahoma

Oklahoma Birth Defects Registry (OBDR)
Kay A. Pearson, MS, RD/LD, Coordinator
Oklahoma Department of Health
Screening & Special Services

1000 NE 10th Street, Room 710
Oklahoma City, OK 73117-1299

Phone: 405-271-9444 Ex 56744

Fax: 405-271-4892

E-mail: kayp@health.state.ok.us

Oregon

Kenneth D. Rosenberg, MD, MPH

MCH Epidemiologist

Office of Family Health

Oregon Department of Human Services
800 NE Oregon Street #21, Suite 850
Portland, OR 97232

Phone: 503-731-4507; Fax: 503-731-4091
E-mail: ken.d.rosenberg(@state.or.us
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Pennsylvania

Pennsylvania Follow-Up, Outreach, Referral
and Education For Families (PA-FORE
FAMILIES)

Steven B. Horner, M.S.

Public Health Program Administrator

PA DOH

P.O. Box 90, 7th floor East Wing
Harrisburg, PA 17108

Phone: 717-783-8143; Fax: 717-772-0323
E-mail: shorner@state.pa.us

Puerto Rico

Puerto Rico Folic Acid Campaign and Birth
Defects Surveillance System (PRFAC/BDSS)
Elia M. Correa, RN, MPH

Coordinator, Puerto Rico Folic Acid
Campaign/Birth Defects Surveillance System
PR Department of Health

PO Box 70184

San Juan, PR 00936

Phone: 787-274-5671; Fax: 787-764-4259
E-mail: ecorrea@salud.gov.pr

Diana Valencia, MS, GC

Genetic Counselor, Puerto Rico Folic Acid
Campaign/Birth Defects Surveillance System
PR Department of Health

PO Box 70184

San Juan, PR 00936

Phone: 787-751-3654; Fax: 787-764-4259
E-mail: dvalencia@salud.gov.pr

Rhode Island

Rhode Island Birth Defects Surveillance
Program

Samara Viner-Brown, MS

Chief of Data & Evaluation

RI Department of Health

3 Capitol Hill, Room 302

Providence, RI 02908-5097

Phone: 401-222-5935; Fax: 401-222-1442
E-mail: samv(@doh.state.ri.us

Michele Quaedvlieg, AS

Data Manager

Rhode Island Department of Health

3 Capitol Hill, Room 302

Providence, RI 02908-5097

Phone: 401-222-4631; Fax: 401-222-1442
E-mail: 1600 Clifton Road

Mailstop E-86

Atlanta, GA 30333

South Carolina

South Carolina Birth Defects Surveillance and
Prevention Program

Roger E. Stevenson, MD

Director

SC BD Surveillance & Prevention Program
Greenwood Genetic Center

1 Gregor Mendel Circle

Greenwood, SC 29646

Phone: 864-941-8146; Fax: 864-388-1707

E-mail: res@ggc.org

Jane H. Dean, R.N.

Program Coordinator

Greenwood Genetic Center

1 Gregor Mendel Circle

Greenwood, SC 29646

Phone: (864) 941-8138; Fax: (864) 388-1707

E-mail: jane@ggc.org

South Dakota

Quin Stein, MS, CGC

Genetic Counselor

Sioux Valley Children's Specialty Clinic
1305 W 18th St.

Sioux Falls, SD 57117

Phone: 605-333-4298

E-mail: gstein@usd.edu



Tennessee

Tennessee Birth Defects Registry (TBDR)
David J. Law, Ph.D.

Director of Research

TN Dept. of Health - BHI

425 Fifth Avenue North, 6th Flr.
Nashville, TN 37247

Phone: 615-253-4702; Fax: 615-253-5187
E-mail: david.law(@state.tn.us

Derek A. Chapman, Ph.D.

Epidemiologist

TN Dept. of Health - BHI

425 Fifth Avenue North, 6th Flr.
Nashville, TN 37247

Phone: 615-532-7902; Fax: 615-253-5187
E-mail: derek.chapman(@state.tn.us

Texas

Texas Birth Defects Monitoring Division
(TBDMD)

Mark A. Canfield, Ph.D.

Director, Texas Birth Defects Monitoring Div.

1100 West 49th Street

Austin, TX 78756-3180

Phone: 512-458-7232; Fax: 512-458-7330
E-mail: mark.canfield@tdh.state.tx.us

Peter Langlois, Ph.D.

Senior Epidemiologist,

TX Birth Defects Monitoring Div.

1100 West 49th Street

Austin, TX 78756-3180

Phone: 512-458-7232; Fax: 512-458-7330
E-mail: peter.langlois(@tdh.state.tx.us

Utah

Utah Birth Defect Network (BDN)

Marcia Lynn Feldkamp, PA, MSPH
Director, Utah Birth Defects Network

44 North Medical Dr

P.O. Box 144697

Salt Lake City, UT 84114-4697

Phone: 801-584-8443; Fax: 801-584-8488
E-mail: mfeldkamp@utah.gov

Lynne MacLeod, M.Stat.

Surveillance Project Coordinator

Utah Birth Defects Network

44 North Medical Dr

PO Box 144697

Salt Lake City, UT 84114-4697

Phone: 801-584-8404; Fax: 801-584-8488
E-mail: Imacleod@utah.gov

Vermont

Peggy Brozicevic

Research & Statistics Chief

VT Department of Health

P.O. Box 70

108 Cherry Street

Burlington, VT 05402

Phone: 802-863-7298; Fax: 802-865-7701
E-mail: pbrozic@vdh.state.vt.us

Virginia

Virginia Congenital Anomalies Reporting and

Education System (VACARES)

Sharon K Williams, MS, RN

Virginia Genetics Program Manager
Virginia Department of Health

1500 East Main Street, Rm. 137
Richmond, VA 23219

Phone: 804-225-4035; Fax: 804-786-3442
E-mail: skwilliams@vdh.state.va.us

Nancy C. Ford, MPH, RN

Director

Pediatric Screening and Genetic Services
Virginia Department of Health

1500 E. Main Street, Rm 137

Richmond, VA 23219

Phone: 804-371-4100; Fax: 804-786-3442
E-mail: nford@vdh.state.va.us

Washington

Washington State Birth Defects Registry
Asnake Hailu, MD, MPH

Epidemiologist, MCH

Washington Dept. of Health

P.O. Box 47835

Olympia, WA 98504-7880

Phone: 360-236-3591; Fax: 360-236-2323
E-mail: asnake.hailu@doh.wa.gov

14



15

West Virginia

West Virginia Birth Defects Surveillance System
Kathryn G. Cummons, M.S.W.

Director, Research, Evaluation

OMCFH

350 Capitol St.

Charleston, WV 25301

Phone: 304-558-7171; Fax: 304-558-3510
E-mail: kathycummons@wvdhhr.org

Melissa A. Baker, M.A.

Epidemiologist

OMCFH

350 Capitol St.

Charleston, WV 25301

Phone: 304-558-7247; Fax: 304-558-3510
E-mail: melissabaker@wvdhhr.org

Wisconsin

Wisconsin Birth Defects Registry (WBDR)
Elizabeth Miller

CSHCN Epidemiologist

Division of Public Health

Department of Health and Family Services
1 West Wilson

PO Box 2659

Madison, WI 53701

Phone: 608-261-9304; Fax: 608-267-3824
E-mail: MillerEJ@dhfs.state.wi.us

Peggy Helm-Quest, MS, Ed, MHA, CHES
CSHCN Supervisor

Division of Public Health

Department of Health and Family Services
1 West Wilson

PO Box 2659

Madison, WI 53701

Phone: 608-267-2945; Fax: 608-267-3824
E-mail: helmgp@dhfs.state.wi.us

Wyoming

Larry Goodmay, M.S., M.B.A

Genetics Program Manager

Department of Health

Hathaway Bldg., Room 483

Cheyenne, WY 82002

Phone: 307-777-6037; Fax: 307-777-6422
E-mail: lgoodm@state.wy.us
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Potential Partners in Your Community

Note: This is not an exhaustive list of possibilities. Each community has its own unique set of
resources. Customize a database of interested parties for your own community. Begin now and
add to it throughout the campaign.

Partners Already Involved in the Folic Acid Issue
C National Task Force Members

American Academy of Family Physicians

American Academy of Pediatrics

American College of Physicians

American College of Obstetricians and Gynecologists

American Dietetic Association

American Nurses Association

American Pharmaceutical Association

American Society for Nutritional Sciences

Association of Maternal and Child Health Programs

Association of State and Territorial Public Health Nutrition Directors
Centers for Disease Control and Prevention

Healthy Mothers Healthy Babies

March of Dimes Birth Defects Foundation

National Coalition of Hispanic Health and Human Services Organizations
Shriners Hospitals for Children

Spina Bifida Association of America

Partners Who Have Women as Customers, Members, Clients, or Employees
C Health Care Links

Community clinics (e.g., teen health, maternal support)
Family planning service providers

Genetic counselors

Home visitors & other community workers (e.g., Meals on Wheels/AFDC/Social
Workers)

Hospitals

Infertility clinics

Lay midwives

Managed care providers (HMOs)

Nurses

Parish nurses

Pharmacists

Physician assistants



Physicians (pediatricians, OB/GYNS, internists, family practitioners, children’s special
health care services)

Prenatal clinics

Registered dietitians/ public health nutritionists (e.g., WIC)

Specialized health/nutrition services (e.g., Indian Health Services health educators,
Migrant Health Program)

Community Business Links

Beauty salons

Billing agencies (utility bill inserts)
Bookstores

Bridal fairs/ bridal registries

Fitness clubs

Food distributors

Groceries/corner stores/farmer’s markets
Insurance companies

Laundromats

Mass merchandise retail stores
Nonprescription drug manufacturers
Nutrition stores

Printing/copying companies
Restaurants

Retail and distribution outlets
Video stores

Weight loss centers

Other Community Links

Children’s Miracle Network

City Hall/Marriage License Bureau
Day care centers

Girl Scouts

Head Start Programs

Libraries

Local public and private schools

Local or regional broadcaster’s association
Local or regional public relations clubs
Parent Teacher Associations
Preschools

Red Cross

Religious associations

School boards

Trade schools

Unions
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United Way
Universities

Public Forums

Health fairs
Outdoor advertising venues (billboards, mass transit, malls)
Media:
Television stations (networks and local cable access)
Radio stations
Newspapers
Special-interest journals (e.g., Hispanic community newsletters)

Government Agencies

Governor’s Office

Maternal and Child Health Bureau

Public assistance programs (e.g., AFDC, Food Stamps, Medicaid)
Public health departments/ state prevention programs

USDA, Food and Nutrition Service

U.S. Food and Drug Administration



